Ensuring effective pain management is an important quality of life (and death) issue for older adults with dementia, particularly since they are more vulnerable to under-assessment and under-treatment of pain. Yet, pain management decisions are often made by health care providers and caregivers with little to no input on the older adult's with dementia values for pain management. The Institute of Medicine (IOM) has recognized the revolutionary imperative to change the manner in which pain care is planned and coordinated. Implementing advance care planning (ACP) prior to advanced stages of dementia may assist in developing a person-centered pain management plan and improve pain care for this population throughout the dementia trajectory. This forum overviews the current state of pain management in dementia, discusses the significance of ACP in a pain management context, and offers practical solutions for common challenges in ACP. Dementia in this article is an umbrella term referring to the many forms of dementiathat cause cognitive impairment.
populations such as older adults with dementia, where gaps in pain management planning and coordination have contributed to treatment inadequacy. As chronic pain and dementia jointly become increasingly more prevalent in the context of rising life expectancy (van Kooten et al., 2015; Sosa-Ortiz, Acosta-Castillo, & Prince, 2012; Corbett et al., 2014) , health promotion activities that involve planning and implementing patient-centered pain management are necessary in sustaining quality of life throughout the trajectory of dementia.
ACP is one practical solution to help mitigate the gaps in planning and coordinating management of pain in older adults with dementia. ACP entails recurrent conversations between patients, caregivers, and providers in which patients specify health care preferences in the event they are unable to make such decisions (Lum, Sudore, & Bekelman, 2015) . ACP typically involves completion of an advance directive, a legal form which indicates preferences for life-sustaining medical care, comfort care, and postmortem care. Recommendations suggest that advance care plans move beyond the vagueness of "comfort care," and provide more specific directions to guide care of symptoms, such as pain (Unroe, Hickman, & Torke, (2016) ; AAHPM Research Committee Writing Group, 2016) . Although ACP is an important component of geriatric pain management (Booker, Bartoszczyk, & Herr, 2016; Benton, 2006; Reuben et al., 2016; Mohanty et al., 2016) , there is limited discourse on the implications of predetermining pain management preferences and needs in advance directives prior to cognitive incapacity. In this forum, we review the current state of pain management in dementia, discuss the significance of ACP in a pain management context, and offer practical solutions for challenges in ACP.
State of Pain Management in Older Adults With Dementia
Prevalence Quality and adequate pain control is a fundamental human right no matter the stage of life or disease, but especially for older adults with dementia who are at greater risk for persistent (chronic) pain. Although dementia is not a source of persistent pain in itself, older adults with dementia often have multiple chronic conditions and injuries, such as arthritis and pressure ulcers, which cause pain (Molton & Terrill, 2014) . The prevalence of persistent pain in older adults with dementia ranges from 30% to 68% (Hendriks, Smalbrugge, Galindo-Garre, Hertogh, & van der Steen, 2015; Corbett et al., 2012; McAuliffe, Brown, & Fetherstonhaugh, 2012) . Among community-dwelling older adults with and without cognitive impairment, the prevalence of bothersome pain is estimated to be between 52%-64%, with 43% reporting activity limitations due to pain (Hunt et al., 2015; Patel et al., 2013) . This trend is consistent in other studies as pain is one of the most frequently reported symptom by older adults with dementia and their caregivers alike (Murray, Sachs, Stocking, & Shega, 2012) , and pain significantly increases during the last week of life (Hendriks et al., 2015) .
Perception
High rates of persistent pain in older adults with dementia are not surprising given recent research that suggests these individuals may actually experience greater pain (DeFrin et al., 2015) . Heightened sensations to pain and noxious stimuli combined with potentially lower pain thresholds may be due to neuropathological changes in the brain associated with various types of dementia. In fact, some evidence reveals that older adults with dementia have higher pain intensity ratings than those without cognitive impairment (Monroe et al., 2014; Scherder et al., 2015) . In spite of this, older adults with dementia are perceived to be less sensitive to pain and painful stimuli (McAuliffe, Brown, & Fetherstonhaugh, 2012) . This ominous misconception often results in delayed recognition, assessment, and treatment of pain by health care providers (Corbett et al., 2012) .
Assessment
Obtaining self-report is the accepted and current standard of practice for assessment of pain. Self-report capacity is defined as the ability to recognize and reliably report pain through verbal or purposeful nonverbal self-disclosure to a provider or caregiver. Older adults with dementia progressively lose cognitive capacity in the areas of memory, judgment, language, mood, and ability to make decisions (Cunningham, McGuinness, Herron, & Passmore, 2015) , and this limits verbal communication of their pain and need for treatment. Although pain memory may be affected by dementia (Álvaro González, 2015) , research shows that severity of dementia does not always limit self-reporting of pain (Lee, McConnell, Knafl, & Algase, 2015; Chen & Lin, 2015) . In fact, older adults with dementia who score low on cognitive screenings have been able to reliably report pain (Hadjistavropoulos et al., 2014) . Thus, health care providers should not simply rely on mental status exam scores or other cognitive screenings to discount older adults' with dementia ability to report pain, but should also use their clinical judgment as well as other techniques to determine an older adult's reliability to report pain (see . When the older adult is unable to self-report pain, providers should refer to evidence-based strategies to assess pain (Hadjistavropoulos et al., 2014) .
Treatment
Despite the prevalence of pain, it is generally under-treated in older adults with dementia (IOM, 2011; Monroe et al., 2014; Tan et al., 2015) . Under-treatment is magnified in this population because they are sometimes unable to selfreport pain to providers, but even more so when there is no advance directive to guide care. Under-treatment of pain can take the form of having no routine or as needed orders for analgesic medications, inappropriate analgesic medications, or no multimodal pain management plan (i.e., plan for integrative use of pharmacological and nonpharmacological strategies). Studies show the use of analgesic medications for pain among older adults across health care settings can be as low as nearly 40% but as high as 70% (Tan et al., 2015) ; whereas approximately 20%-70% of older adults with dementia used no analgesics (Hunt et al., 2015; Pimentel et al., 2015) .
Pain that is un-/under-treated in older adults is a form of elder abuse, which has resulted in legal litigation under the auspice of undue pain and suffering (Morrissey, Herr, & Levine, 2015) . But also concerning are the deleterious consequences that occur when older adults with dementia are inadequately treated for pain-falls and compromised mobility, decreased immune response, mental health disorders, decreased or lost ability to engage in social interactions, impaired sleep, and even worsening cognition function (Molton & Terrill, 2014; van der Leeuw et al., 2016) . Managing pain adequately can also reduce behavioral and psychological symptoms of dementia (BPSD; Husebo et al., 2014; Tosato et al., 2012) . In fact, systematic, individualized pain management can significantly lower agitation levels in older adults with dementia (Sandvik et al., 2014) . In return, psychotropic medications used to treat BPSD are significantly reduced and adverse effects are lessened, which are relevant outcomes supporting best practice initiatives to reduce antipsychotic medication use in older adults.
Significance of ACP in a Pain Management Context
Sampson and colleagues (2011) contend, "Advance care planning is, in theory, a necessary intervention for people with severe dementia…" given the prevalence of pain in this population (p. 197 ). The high rates of pain treatment disparity resulting in decreased quality of life and functional and cognitive decline (Kolanowski et al., 2015) further indicate a practical need for clear and identifiable directives for pain management, particularly since many with dementia reside in nursing homes (NHs) where pain management remains less than optimal (Hallenbeck, 2015) . The role of ACP, as asserted in this article, is to empower and prepare the older adult with dementia and proxy decision-maker to develop a value-based pain management plan throughout the course of dementia. ACP discussions can equip patients and proxy decision-makers with education and skills on the "how to's" and "if-then's" of evidence-based pain management in older adults with dementia (see Table 1 ).
Older adults with dementia progressively lose ability to verbalize their wishes for pain care; therefore, it is recommend that ACP is initiated early in the dementia trajectory (Bollig, Gjengedal, & Rosland, 2016; Robinson et al., 2012 
Challenges and Practical Solutions
Challenge 1: Determining Decision-Making Capacity An older adult with dementia who is able to self-report pain may or may not have capacity to make treatment decisions alone. Decision-making capacity refers to a patient's ability to provide informed consent for treatment or to refuse treatment (Chettih, 2012) . A finding of incapacity to self-report pain should not always preclude engagement in pain management planning. Treatment decision-making capacity requires high executive functioning, and that older adults with dementia understand and differentiate the treatment options, weigh the benefits and risks, use judgment to make safe decisions, and can articulate their decisions in their own words. Although older adults with dementia are presumed to have the capacity to make health care decisions unless proven otherwise, there is no consensus for determining decision-making capacity (Wilkins, 2015) . Table 1 . Components to Consider in a Pain Management Advance Care Plan 1. Goals for care: guided by patient preferences, develop an overall goal and a specific comfort-function-mood goal; this is critical in determining pathway to pain treatment. 2. Procedures: specify procedures that should be avoided or minimized (e.g., intravenous therapy if at risk for venous complications). It is important to minimize procedures that may cause additional pain and risk for suffering (e.g., cardiopulmonary resuscitation, intubation), even if the pain is temporary. 3. Risk/benefit: determine appropriateness of and when to use basic and/or advanced therapies and time-limited analgesic trials. Treatments should be based on patient health status, any health or cultural contraindications, and risks and benefits of each treatment. 4. Type of treatment: nonpharmacological (i.e., environmental, complementary, alternative, and integrative therapies) and/or pharmacological treatments, or no treatments. 5. Frequency of treatments: around-the-clock and/or as needed. 6. Route/mode of treatment: determine best treatment method based on patient's current health status and preference (e.g., oral, intravenous, etc.). 7. Medication titration: establish procedure for de-/escalation of pain medication dose 8. Social support: determine the individual(s) who will assist the older adult with dementia implement and adhere to a pain (self) management regimen or will ensure pain management plan is honored in acute or long-term care settings. 9. Research: identify if participation in pain research at any point is acceptable and feasible. Fundamental to ACP is establishing patient values and setting clear goals and expectations for pain management. It may be difficult for patients and families to complete advance directives for future, unknown situations; this process may in actuality increase indecisiveness and temporary stress. For many patients with progressive and terminal conditions, such as dementia, and their families, pain and symptom management or freedom from pain are key goals (Kwak, Wallendal, Fritsch, Leo, & Hyde, 2014; Meghani & Hinds, 2015) . Although nearly 50% of older adults reported they would rather die than suffer from considerable pain (McCarthy et al., 2008) , in most situations, there has been no ACP or expression of their wishes to providers or caregivers (Bollig et al., 2016) . In one ACP study, 80% of older adults indicated pain relief and comfort as their goal of care, but only 41% of older adults had both a health care proxy and living will (McCarthy et al., 2008) . Some argue that "broad values statements, such as wanting to maintain dignity or be free from pain, are often too general to inform individual treatment decisions" (Sudore & Fried, 2010, p. 256) ; however, knowing patient values and preferences can inform treatment decisions and aid "in-the-moment" decision-making.
Solution 2: Provide Example Scenarios
Using past health events experienced by the older adult with dementia can guide conversations about pain care.
Another method is to provide example scenarios of realistic situations necessitating pain and palliative care treatment. A study presenting hypothetical situations to health care proxies of older adults with dementia found that 68% opted for the goal of comfort care only, whereas over 70% favored pain and symptom control as the only desired treatment interventions (Kwak, De Larwelle, Valuch, & Kesler, 2016) . Families of older adults with dementia were more satisfied with end-of-life care in NHs when a comfort goal was explicitly developed (van Soest-Poortvliet et al., 2015).
Challenge 3: Aligning Patient Values With Treatment Benefit
It is critical to align pain care with the older adult's values. For example, in cases of intractable pain, advanced treatments such as medical marijuana or palliative sedation may be averse to the older adult's values of what constitutes moral and safe pain control. The balance between adequate analgesia and risk is important for all older adults, but especially for those with dementia who are more vulnerable to suffering from pain and/or adverse health events. "Patients asking for assistance in dying-or assisted suicide-may, in reality, be voicing their desire for autonomy, pain relief…" (ANA, 2010, p. 17) . Therefore, it is vital to clarify the difference between "aggressive pain treatment" and "aggressive" pain treatment. The first refers to one's due diligence to provide the most effective relief from pain, whereas the latter refers to advanced or invasive treatments and delivery systems that in itself may cause additional side effects, pain, and suffering. According to the ANA (1992), nurses should assess the "appropriateness of providing high-tech curative medical care to those who simply require comfort, relief from pain…" (p. 17). Thus, older adults with dementia and their families should consider the impact of life-sustaining interventions on prolongation of life, quality of life, and subsequent pain and suffering. Holley (2012) makes a good point about the use of life-sustaining measures, such as cardiopulmonary resuscitation, and its impact in causing pain and suffering in frail older adults who are especially vulnerable to rib and sternal fractures during chest compressions. Nonetheless, providers should reassure older adults with dementia that regardless of their decisions about lifesustaining interventions, pain and symptom relief will be provided.
Although the decision to refuse pain treatments may conflict with bioethical principles and negate the moral imperative to improve pain care in older adults with dementia, such decisions should be respected. For example, some cultures may decline the use of medications, such as opioids, at the end-of-life due to cultural and religious beliefs (Coolen, 2012; Ehman, 2012) . Withholding treatment is controversial, and a conversation between all invested parties about implications of under-treatment of pain, suffering, and distress may be necessary. It should be clearly documented in an advance directive when pain relief interventions are unwanted.
Older adults and proxy decision-makers might also consider preferences regarding participation in pain research during the advanced stages of dementia. Pain research with older adults with various types of dementia is needed, and while there are benefits, risks, and biases for participation, few rarely consider this in an advance directive. Recommendations regarding ethical participation of older adults with dementia in pain research are available (Monroe, Herr, Mion, & Cowan, 2013) .
Solution 3: Discuss the Spectrum of Pain Management Options
Multimodal treatment is recommended for management of pain, and the discussion about the scope of options can become overwhelming. It is necessary to identify and remedy discordance between what patients and families need and prefer, the services which they can receive (e.g., covered by Medicare/insurance), and the timeframe for initiating, withholding, and/or withdrawing treatments. Many caregivers lack the knowledge and skills to effectively initiate, adapt, and support pain management for their loved ones, which is why it is encouraged that providers assess caregivers' and proxy decision-makers' capacity to support implementation of a pain management plan (Booker, Bartoszczyk, & Herr, 2016) .
To help patients and proxies understand the range of pain management options, offer a pain menu (examples can be Googled) and/or checklist of commonly used pharmacological and nonpharmacological options (see Table  2 ). During conversations with the health care provider, have the patient and the proxy decision-maker simultaneously check the options that are most appealing. Several observations can be gleaned from the checklist: options requiring more targeted discussion, options the older adult and proxy agree/disagree on, and an indication of the older adult's values. In addition to a checklist, it may prove useful to provide pertinent sample questions that older patients should ask of health care providers (see Table 3 ) as well as an example of an evidence-based protocol for assessment and treatment of pain in dementia (Sandvik et al., 2014) .
Challenge 4: Maintaining Continuity of Pain Care Communication
Pain is a common reason why older adults are transferred from NHs and skilled nursing facilities (SNFs) to acute care settings (Ashcraft & Owen, 2014; Simmons et al., 2016) . However, during transitions between settings and/ or providers, key pain assessment and management information are not communicated at these critical points in (nociceptive, neuropathic, mixed, and cancer) and to pain severity (mild, moderate, severe). This list can be expanded to be more specific for each category of medications.
b Certain types of non-medications, particularly those requiring higher cognitive function (e.g., cognitive-behavioral therapy, guided imagery, breathing techniques, biofeedback) or those that may frighten or be uncomfortable (e.g., acupuncture, TENS), may be inappropriate for older adult with dementia. This list can be expanded to include other individualized nonmedication treatments.
time, almost defeating the purpose for acute care transfer (Simmons et al., 2016) . "If the results of a pain assessment are not communicated to other staff members (e.g., documented in the older patient's medical chart), valuable information on pain in seniors may be lost (e.g., the timing, intensity, and correlates of pain)" (Martin et al., 2005, p. 152 ).
Solution 4: Document Patient Preferences
In response to this issue, Simmons and colleagues (2016) recommend implementing a "specific, planned process between hospital and SNF" for pain assessment and management across care transitions (p. 1138), in which preferences for hospitalization for new onset pain is clearly and specifically documented in the medical record (Unroe et al., 2016) . When there are no documented directives or verbal consensus, disagreement among older adults with dementia, proxy decision-makers, and health care providers regarding the best approach to pain management may occur, causing undue suffering for the older adult. Utilize an interdisciplinary ethics committee and legal mediation when compromising problems develop.
Challenge 5: Planning for the Future As dementia progresses, an older adult's care preference may not remain stable; that is, past preferences for care may not align with the preferences of the present or future self (Wilkins, 2015) . Moreover, the present and future self may have difficulty articulating these new wishes. A change in treatment preference may manifest as the older adult with dementia verbally (e.g., saying "no") and physically (e.g., not opening mouth) refusing treatment. These behaviors could contrarily be interpreted as automatic or unconscious behaviors or BPSD. Moreover, as novel treatments become available, initiation of such must be guided by treatment benefit and safety along with patient's documented preferences.
Solution 5: Initiate Ongoing ACP Discussions
As the older adult's clinical condition advances, reviewing and updating care preferences to reflect their current wishes is essential and highly recommended (Unroe et al., 2016 ). An interdisciplinary conference with the older adult and proxy decision-maker should be held at critical decision points to re-evaluate care, especially when behaviors change and the older adult with dementia becomes more incapable to articulate their continuing preferences. The frequency of ACP conversations will depend on the progression of dementia and chronic pain, but a generic time frame for updating the advance directive should be established and communicated to all parties involved. Some suggest updating preferences at least annually and when the individual's health condition changes (Unroe et al., 2016) .
Conclusion
ACP is essential in guiding care when the older adult with dementia loses decisional and communication capacity. ACP anticipates needs and defines wishes, maintains continuity in care, improves quality of care, reduces caregiver or surrogate decision-maker burden, and supports meaningful use of health care by older adults with dementia, families, and society as a whole. Conversely, advance directives are not absolute, and ambiguities and dilemmas may still arise as health status changes. Thus, decisions and preferences should be re-evaluated throughout the dementia trajectory. We hope our perspective helps older adults with dementia, caregivers, and providers prepare for future pain decisions because ACP can Advance the Care of Pain. 
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